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Abstract

Purpose Cancer care team attitudes towards distress screening are key to its success and sustainability. Previous qualitative
research has interviewed staff mostly around the startup phase. We evaluate oncology teams’ perspectives on psychosocial
distress screening, including perceived strengths and challenges, in settings where it has been operational for years.
Methods We conducted, transcribed, and analyzed semi-structured interviews with 71 cancer care team members (e.g., MDs,
RNs, MSWs) at 18 Commission on Cancer-accredited cancer programs including those serving underrepresented populations.
Results Strengths of distress screening identified by participants included identifying patient needs and testing provider
assumptions. Staff indicated it improved patient-provider communication and other aspects of care. Challenges to distress
screening included patient barriers (e.g., respondent burden) and lack of electronic system interoperability. Participants
expressed the strengths of distress screening (n=291) more than challenges (n =86). Suggested improvements included use
of technology to collect data, report results, and make referrals; complete screenings prior to appointments; longitudinal
assessment; additional staff training; and improve resources to address patient needs.

Conclusion Cancer care team members’ perspectives on well-established distress screening programs largely replicate find-
ings of previous studies focusing on the startup phase, but there are important differences: team members expressed more
strengths than challenges, suggesting a positive attitude. While our sample described many challenges described previously,
they did not indicate challenges with scoring and interpreting the distress screening questionnaire. The differences in attitudes
expressed in response to mature versus startup implementations provide important insights to inform efforts to sustain and
optimize distress screening.
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Introduction

Distress has been defined as an “unpleasant experience
of a psychological (i.e., cognitive, behavioral, emotional),
social, spiritual, or physical nature that may interfere with
one’s ability to cope effectively with cancer, it’s physical
symptoms, and its treatment” [1]. Physical symptoms and
side effects, psychological issues, and social problems are
common among patients with cancer and may cause dis-
tress [2]. Patients with cancer who are vulnerable to socio-
economic stressors often experience greater distress from
unmet needs [3]. Programs that screen for distress and
address unmet needs can effectively improve care quality,
especially when staff are well-aligned and supported in
this role [4].

Guidance for managing cancer patient distress has
been provided in standards developed by the National
Comprehensive Cancer Network (NCCN) and the Com-
mission on Cancer (CoC) [1, 5]. These standards suggest
screening cancer patients for distress at pivotal visits using
patient-reported outcome measures (PROMs) [1, 5]. The
PROMs used for distress screening may be a brief meas-
ure of distress, like the Patient Health Questionnaire-2
(PHQ-2), or longer, multidimensional instruments such
as the NCCN Distress Thermometer (DT) and problem
list, which includes distress and a number of cancer-
related symptoms and issues. Once issues are identified
by screening, they can be addressed by the cancer care
team to improve patients’ quality of life, functioning, and
treatment adherence.

The practice of distress screening is widespread, due
in part to the Commission on Cancer’s (CoC) Standard
3.2 for psychosocial distress screening, which is required
at over 1,500 CoC-accredited cancer programs which see
approximately 72% of incident cancer cases in the USA
[5, 6]. Reflecting this, recent studies of oncology practice
staff [7] and cancer programs [8] have found that PROMs
are commonly used for distress screening in these set-
tings. Despite widespread and increasing use, research on
the real-world use of distress screening and other clini-
cal PROMs in routine practice is limited [1, 9, 10]. Such
research could inform efforts to establish, optimize, and
maintain their use. Studies are needed to describe provider
perspectives on clinical PROM use, including real and per-
ceived barriers to and facilitators of their use [11].

A recent review of qualitative studies of cancer team
perspectives on clinical PROM use, including distress
screening, found overall sentiment was neutral [12].
Prevalent barriers to distress screening and other clinical
PROMs include added demands on staff time and staff’s
lack of knowledge and skills to address identified problems
[1, 11, 12]. Primary facilitators included staff perception
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of the benefits of PROM use and training [1, 11, 12]. How-
ever, such studies have typically been conducted at single,
academic institutions, and the degree to which they care
for underserved population is not reported [12, 13] limit-
ing their generalizability to other settings.

Furthermore, most studies have focused on early adoption
(e.g., program development, feasibility, or setup) [12, 13].
The issues relevant to early adoption of interventions often
differ from those important to sustaining and optimizing
established interventions [14]. The CoC distress screening
standard requires use of PROMs for distress screening at a
pivotal visit and has been operational since 2015 [5], making
CoC-accredited facilities good candidates to study cancer
team perspectives towards well-established clinical PROM
interventions.

This paper reports oncology teams’ perspectives, includ-
ing perceived barriers and facilitators, on psychosocial dis-
tress screening in settings where it has been operational for
a sustained time. Further, we oversampled facilities caring
for underserved populations.

Methods

Sterling IRB provided ethical review of this study (IRBID:
6308).

Facility eligibility and recruitment

Eligible cancer centers were one of the five most common
types of CoC-accredited facilities (Table 1). We used CoC-
defined facility types, which vary according to structure,
services provided, and the number of cases accessioned each
year [5].

An announcement describing the study and soliciting
volunteer facilities was emailed to staff occupying five
CoC-defined roles [5]—the Cancer Committee Chair, the
Cancer Liaison Physician, the Cancer Program Coordinator,
the Quality Improvement Coordinator, and the Psychoso-
cial Distress Coordinator—at all CoC-accredited facilities
(n=1253, Table 1). It indicated that we sought facilities with
a range of PROM use from basic to sophisticated, as well
as those serving underserved populations. Interested facili-
ties were asked to email a brief, written description of their
clinical PROMs. Fifty eligible facilities responded to the
study invitation. Volunteers were stratified by facility-type,
those whose only cancer clinical PROM was distress screen-
ing versus those with additional cancer clinical PROMs,
and those with a higher proportion of uninsured/Medicaid
patients (to represent facilities serving underserved popu-
lations). Facilities were randomly selected, oversampling
those with underserved populations.
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Table 1 Facility characteristics

. Cancer center type
by stage of recruitment

Nation-
wideN=1333 (%)

Volunteered to
participateN =50
(%)

Selected to

participate "N =18(%)

1. Comprehensive community
2. Community

3. Academic comprehensive
4. Integrated network

5. NCI designated”

Other (ineligible)

Uninsured/Medicaid Pts
High proportion
Low proportion

PROM use
Distress screening only
Distress and other PROMs

566 (42.5) 22 (44.0) 4(22.2)

394 (29.6) 8 (16.0) 4(22.2)

190 (14.3) 13 (26.0) 4(22.2)

59 (4.4) 3(6.0) 3(16.7)

44 (3.3) 4 (8.0 3(16.7)

80 (6.0) - -

- 8 (16.0) 6 (33.3)

- 42 (84.0) 12 (66.7)
Pre-/post-review*

- 21 (42.0) 9 (50.0)/12 (66.7)

- 29 (58.0) 9 (50.0)/ 6 (33.3)

#Includes only volunteering facilities that responded on time with complete paperwork

ACombines comprehensive cancer centers and cancer networks

*Sites using both distress and non-distress PROMs are likely more familiar with and positive towards clini-
cal PROMs. We used existence of non-distress PROMs as a stratification variable in sampling in an effort
to enroll facilities with a range of familiarity and attitudes towards distress screening and other clinical
PROMs. Twenty-nine facilities’ responses to the study invitation indicated they had non-distress cancer
care PROMs. Of the nine selected facilities who indicated they had non-distress cancer care PROMs,
abstraction revealed that three referred to medical history forms or PROMs used in non-cancer settings
(e.g., physical therapy intake for cancer and non-cancer patients), leaving six facilities with non-distress

cancer care PROM implementations

+ We purposely sampled fixed numbers of each type of center to ensure we gathered perspectives from

staff of each type of eligible center

Cancer team recruitment

To be eligible for interviews, facility staff occupied one of
the five roles mentioned above or were selected as an alter-
nate with similar professional characteristics (see Appen-
dix 1 for characteristics and rationale). Local site coordina-
tors obtained agreement from four eligible stakeholders at
each site, sent an email introducing the study, provided the
consent form, and introduced the interviewer. Seventy-one
stakeholders completed interviews, one of which was not
successfully recorded. Interviewees’ professions were phy-
sician (n=23), nurse (n=22), mental health professional
(n=13), clerical staff (n=6), administrator (n=15), and
physical therapist (n=1).

Interviews

The semi-structured interview guide was developed based
on the literature and the expertise of all authors, pre-tested
in two interviews, reviewed, and revised. The revised guide
(Appendix 2) used for all subsequent interviews had a

warm-up followed by questions and prompts about distress
screening strengths, challenges, clinicians’ attitudes towards
distress screening, and ways to improve distress screening
at their institution. Interviews were conducted via telephone
and recorded.

Analyses

Each interview recording was transcribed verbatim. Text was
coded at the sentence level and counted at the paragraph
level. More than one code could be applied to a paragraph.
Data were coded using exploratory multiple case study [15]
and line-by-line open coding techniques [16]. Codes were
added or modified as necessary as new meanings emerged
[17]. Using a constant comparison method [16], each piece
of text was systematically compared to the codes. Codes
and their assignment to text were checked and rechecked to
optimize consistency. Once the data were coded, codes were
compared to identify themes and topics. Negative case anal-
ysis [18] was used to check code affiliation with themes and
topics and consider alternative explanations when they did
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not fit. Interpretations of the themes were checked against
the raw data [18]. The coding system was developed by
authors AB and TS. AB coded all transcripts. TS reviewed
20% of transcripts (n=14), all themes and topics. Disagree-
ments were resolved through discussion. NVivo 12 qualita-
tive data analysis software was used [19].

Results

In accordance with CoC standards, all 18 participating facili-
ties used PROMs for psychosocial distress screening. The
PROMs used for distress screening by participating facilities
were the NCCN Distress Thermometer (n=23) or a version
of the Patient Health Questionnaire (PHQ, n=9), the most
common instruments used by CoC facilities [20]. Results are
reported as codes grouped into themes within topics (Fig. 1,
Topic II. Challenges). In some cases, no themes emerged
within a topic (Fig. 1, VI. Distress screening training).

Topicl. Strengths

Participants described the Strengths (Table 2, Topic I) of
distress screening 291 times in 12 separate codes, making
it the most expressed topic. Codes were organized into four
themes. The first theme, Clinician Awareness of Patient
Needs I (I1.A. n=385), indicated that stakeholders believed
distress screening allowed clinicians to test their assump-
tions about and improve awareness of patients’ needs. As
one participant stated, “It’s a nice way to make sure that
people don’t fall through the cracks. My personal experience
with it is that sometimes we assume that someone who looks
like they have it all together, and that’s a costly assump-
tion to make.” Participants indicated that distress screen-
ing enabled clinicians to Identify Patient Needs (code I.A.1.

n=>58) directly, the most common code. Some participants
focused specifically on the ability of distress screening to
Identify Patient Emotional Needs (I.A.2. n=13). Participants
stated that distress screening can Help Patients Express
Needs (1.A.3. n=14) they might not otherwise feel com-
fortable conveying, possibly for cultural reasons, which also
improves clinician awareness of patients’ needs.

The most frequently expressed theme was Clinical Ben-
efits (1.B. n=109), which entailed four codes. First, partici-
pants felt that distress screening enables clinicians to provide
Comprehensive Care (1.B.1. n=27) by identifying and meet-
ing patients’ physical and other needs such as emotional dis-
tress, finances, childcare, transportation, and relationships.
This code was also expressed as treating the whole person,
not just their cancer or physical problems. Participants indi-
cated that, by identifying potential barriers to cancer care,
distress screening enabled them to address those issues and
Increase Treatment Adherence (1.B.2. n=29). Another clini-
cal benefit participants expressed is the ability to Improve
Coordination of Care (1.B.3. n=38) among practitioners
from multiple disciplines, which might not otherwise com-
municate and work collaboratively to meet patients’ needs.
Finally, participants thought that distress screening enables
clinicians to Detect Problems Early (1.B.4. n=15) before
they potentially worsen.

The third theme was Enhance Patient-Clinician Com-
munication (I.C. n=49). Participants noted that distress
screening improves patient-clinician communication by
creating a climate where Patients Open to Voice Concerns
(I.C.1. n=23). Participants also described that clinicians
use distress screening results to Guide Conversations and
Save Time (I1.C.2. n=16) by allowing them to target each
patient’s specific needs. Participants expressed that using
distress screening Clinicians Show Caring (1.C.3. n=10) by

Fig. 1 Examples of code, ‘ Topics ‘

‘ Themes

theme, and topic structure

1. Too Much Paperwork, Screening Fatigue ‘

A. Patient
Barriers

2. Patient Resistance

Il. Challenges

3. Cultural, Language and Literacy Barriers ‘

B. Technology
Challenges

1. No Challenges

VI. Distress

2. Poor EMR Interoperability

1. Formal Training

Screening Training
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2. Informal Training
3. No Training
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Table 2 Stakeholder quotes about distress screening

Topic I: Strengths (n =291)

Theme A. Clinician Awareness of Patient Needs (n = 85)

Code 1. Identify Patient Needs (7 =58)

o It's a really good way to measure and quantify what type of services [patients] need

o It's easy to miss some fine details when we're not formally looking at something and if you're just asking [patients], oh how are you feeling?

Code 2. Identify Patient Emotional Needs (n =13)

o The clinical benefits of distress screening primarily are to identify those patients who are currently experience anxiety, stress, depression,
panic, fatigue, more of the emotional parts of cancer that have often times been overlooked

Code 3. Help Patients Express Needs (n=14)

e Some people may not express, or they don't know how to express and some ... patients feel more confronted so they can't, I mean verbally
difficult for them to express and it's easier for them to put it on paper. The strength I think is of doing something like this is to identify patients
who may have some needs that would otherwise not verbalize it

Theme B. Clinical Benefits (n =109)

Code 1. Comprehensive Care (n=27)

e So, when [patients are] talking about depression, for instance, it's not necessarily depression, it's a combination of things that could be going
on with their household, with their family. They're dealing with financial issues, family problems, their health problems got them down, so
that's how you talk to them and you're able to pull out all of this information that you need to evaluate this person. To find out where they are at
that moment, or where you think they're going to be because of what's occurring in their lives

Code 2. Increase Treatment Adherence (n=29)

o If we find out on here that they have transportation issues from the distress screening and we can talk about it and we can help through differ-
ent funds to ensure that they are compliant with their treatment regimen, then that's certainly gonna impact outcomes

e We're able to keep compliance rates of treatments a little bit better, because we're not just addressing their cancer; we're addressing the whole
person. I think as a result, even though they're going through this horrible time in their lives, their experience with treatment is as positive as it
possibly can be. So, I think that really has a big benefit and we're objectively seeing that with the numbers as well

Code 3. Improve Coordination of Care (n=238)

e Obviously not everybody sees the dietitian, maybe not everybody sees the social worker, maybe not everyone needs transportation, but the
distress scale allows us to identify who could benefit from some of the added resources that we have. So, I would just say, the identification of
how we can utilize the tools at our disposal, to gives patients a whole better experience, as opposed to just treating their physical illness

Code 4. Detect problems Early (n =15)

e You're able to capture somebody, hopefully maybe before it reaches the state where it's severe major depression and help them get the
resources early on

Theme C. Enhance Patient-Clinician Communication (n =49)

Code 1. Patients Open to Voice Concerns (n=23)

o [ think it opens the door for us to begin conversation, sometimes difficult conversations, and sometimes meaningful conversations. I think
patients become more relaxed when we're talking to them and it's okay to admit that they're scared and nervous. I think that's the main thing is
I notice that our patients are more open to us when we start with them

Code 2. Guide Conversations and Save Time (n =16)

o Rather than spending a lot of time trying to figure out what's going on, meeting the patient where they're at. If they say transportation is a con-
cern, then you can dive into that. Because I find that a lot of our patients come in here stressed already and if they're stressed about transporta-
tion, talking about their depression might not be the best place to start because their need at the current time is transportation

Code 3. Clinicians Show Caring (n =10)

e So, it gives voice to the patient and it lets them know, "Hey, we care about you and we want to help you with these problems, and we're not just
here for your physical symptoms. We’re also here for your emotional issues dealing with the cancer."

Theme D. Patient Awareness (n=48)

Code 1. Patient Awareness of Their Own Needs(n =37)

e When you get that cancer diagnosis you have a whole lot of emotions and you can't always focus on some of the basic things like transporta-
tion or food or getting nutrition that you need. So, I think this helps them identify areas they might need help with and then allow us to help
them, so they have a better outcome and a better treatment plan. It's just a page so it's not multiple things that they're having to fill out. So, I
feel like it's pretty concise for them to complete

Code 2. Patient Awareness of Resources (n=11)

o I think the patient benefits are knowing that these resources are available to them, having access to these resources... Not everybody knows
that you can get therapy here when you're coming. Not everybody knows that you can get integrated medical services. Letting them know that

yeah, we're here and we're going to give you treatment, but there are other things beside treatment that we can do for you that will help you to
feel better and do better throughout the treatment process

@ Springer
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Table 2 (continued)

Topic II. Challenges (n =86)*
Theme A. Patient Barriers (n =58)
Code 1. Too Much Paperwork, Screening Fatigue (n=16)

o | have heard that a lot of the patients are kind of over how many pieces of paper they have to fill out when they come get a new patient. So, if
there's one they don't really see as being important then they won't fill it out. So, it's kind of hard to explain to them why that sheet is important
and what it can do for them

e Some of these patients come in on almost a daily basis, and to have to complete it every single time gets very tedious. We all understand that
something can happen overnight that will change our level of distress, but at the same time that's pretty rare and would probably come up. So, I
think people, maybe patients and providers alike, get tired of filling out the form and talking about the form

Code 2. Patient Resistance (n =21)

e We have very few patients that decline to do one. I think sometimes our patients think that when we start asking the emotional questions, that,
in the older population, they think if you're depressed or if you have anxiety, that you're crazy, so they're very guarded on answering those
kinds of questions

e As a clinician I know whether or not people are highly distressed by what's going on. Many of them don't admit to it. Sometimes even when
they put a distress as zero after talking to them, that's really not where their distress level is. It's definitely higher than that. That's one of the
disadvantages. People will put down what they think you want to say

Code 3. Cultural, Language and Literacy Barriers (n =21)

o They're really very modest and prideful about talking about their distress, and I think sometimes they feel very stoic. So, I think that that's
definitely a barrier in that we have to look at the different patient populations that we're working with and some of their cultural beliefs about
answering questions like this

e We get a lot of people from rural areas and sometimes the barrier is they honestly don't understand, or their reading level is not at the highest
level so they don't comprehend or they're unable to read it thoroughly to understand what they're supposed to be filling out

o Sometimes, instead of patient completing it, a family member will complete it, thinking that they know what the patient needs or what they're
struggling with. And then when you go and meet with the patient, they're feelings are completely not what the family member indicated

Theme B. Technology Challenges (n =40)

Code 1. No Challenges (n =33)

e Because we primarily do paper, there's not really technology challenges
Code 2. Poor Electronic Medical Record (EMR) Interoperability (n="7)

e At our institution we have, I think five different EMRs. So, we have a separate medical record for hospital and for outpatient. So, they don't talk
to each other terribly well. There's some information that flows, but as I said, I don't think distress is one of those things that flows in a digital
fashion... So, lack of connectivity

Topic III. Integration into charts and workflow (n = 85)
Theme A: Time and Timing (n =44)
Code 1. Well-Integrated (n =23)

e Simple answer is no, there's not a problem. It just adds a few minutes more time in most cases, not a lot. And if it's a high score, yeah, you bet-
ter spend some more time, you know what I mean? It's just one more piece of information you get. Not that difficult once you get used to it... It
blends in with everything else we're doing

Code 2. Burden on Time (n=11)

o I mean, the time that it takes to ask the questions, to have the patient look over the tool, and enter it into the system that increases the workflow
time. So that's definitely a challenge

Code 3. Lack of Automatic Referrals (n =10)

e One of the things that we don't have, also, is that even if the staff inputs it electronically, there are no triggers. So, if there's a patient that scores
8 or above, it doesn't automatically ring to me, or somehow get me involved automatically

Theme B. Scoring and Reporting Results to Patients and Providers (n =41)
Code 1. No Challenges with Scoring and Reporting (n =41)

e As far as reporting results to physicians, I don't think there's a problem with that, either. Our physicians are used to looking at this report, now.
They're cognizant that it's one of the things they need to go through with each patient, just like medication reconciliation is

Topic IV: Clinician attitudes about distress screening
Code 1. Positive Attitudes (n =43)
e They're very open to doing the distress screening because again, like I said, it gives them a lot of information about a patient
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Table 2 (continued)

o [ think the clinicians are very supportive of it. I mean, our program is relatively small, and the docs are very approachable, so when there's
an issue with a patient exhibiting extreme distress, the social worker or the nurse or both can certainly approach the docs. I think the docs are
happy to get that information and help out the patient however they can. It's not been any kind of burden. I think it's been quite helpful

Code 2. Mixed Attitudes (n=10)

o [ think they're mixed. I think they all recognize that it's important and valuable, and so they want it to happen for the patient's benefit, but I
think that they have some concern about being responsible for things that are identified, potentially missing something that's identified, and
then being liable for having missed that, and potential increase in time demands

Code 3. Not Supportive (n=11)

o I think some of our pushback around doctors reviewing the distress screen is related to the idea that this is just going to add more time to what
they're already doing

Topic V: Suggestions for improving distress screening
Code 1. No suggestions (n =10)

e Gosh, I mean I think we do a pretty great job. Our medical assistants are pretty good at encouraging the patient to think about it. If they come
in and it's blank when they hand over their new patient paperwork, they'll make sure that the patient understands what it's for and the impor-
tance. For the most part, at that point, most patients will then go ahead and fill it out

Code 2. Integrating technology (n=19)

o I'm hoping in the future we can get electronic pads that the patient can complete so that it's more efficient for staff and it's faster for our patients
as well. That way, [it] would go directly into the chart, because now there's a lot of work involved, because it is a manual process

Code 3. Completing Screening before appointments (n=7)

o If we could find a way to get it to them via email or send them a copy of it in the mail so that way they can do it at home and don't have to feel
rushed when they get here, that would probably be really good because it wouldn't delay care and the patient wouldn't have to sit there and fill
out paperwork for 30 min

Code 4. Longitudinal assessment (7 =10)

o [ would love to be able to implement the distress screening more than one time, which I know, they say it has to be at least one time. I would
love to do it more than one time. I would actually like to do it multiple times

Code 5. More training (n=7)

o I think probably better education for the provider and probably a better, in a sense of having a better understanding of what the resources are
for our patients... Because I don't know what the resource is... for our own institution, not so much education of the importance of the psycho-
social distress screening, or on how it scores, but really a resource that tells us what are our options for patients... like essentially a book that
you could flip to that has those distressors and here are you resources. Here's who you can call

Code 6. More supportive care personnel (n=7)

e [ think having more social workers is the other part of it. We have been able to use some of this data to argue for more social services, and so
hopefully over the next year or two that will make an impact

Topic VI. Distress screening training
Code 1. Formal training (n =26)

o [ was able to attend two trainings. One at City of Hope and one that was sponsored through Yale. It just talked about implementation of the
distress screening and methods and processes and things along those lines

Code 2. Informal training (n =44)

o [ was just about two years ago given this, the job of reviewing these and reporting them. By then the manager of the department just basically
went over okay, if this is checked you need to address it with the patient. That's pretty much ... I've not had any formal training whatsoever on
distress scale

Code 3. No training (n =11)

o Believe me, we were not trained on this. So, it's mostly what I've learned over 30 some years in medicine

*Code II.B.1., No Challenges, is not a challenge. Some challenges were identified under other topics. The total number of challenges expressed,
86, comes from summing six codes: II.A.1. Too Much Paperwork, Screening Fatigue; 11.A.2. Patient Resistance; 11.A. 3. Cultural, Language
and Literacy Barriers; 11.B.2. Poor Interoperability Between Electronic Medical Record Platforms; 111.A.2. Burden on Time; and I11.A.3. Lack of
Automatic Referrals

eliciting and responding to patient needs in a caring manner,  Needs (I.D.1. n=37). As a result, screening enables
which may create a supportive environment. the cancer care team to improve Patient Awareness of

The fourth theme involved increased Patient Aware- Resources (1.D.2. n=11), which are often available at
ness (I.D. n=48). Participants indicated that distress  the treating facility for both medical and non-medical
screening improves Patient Awareness of Their Own  needs.
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Topic Il. Challenges

Challenges (I1.) described by participants were organ-
ized into two themes. The first theme was Patient Bar-
riers (ILA. n=58). Participants described that some
patients complain of excessive paperwork, either in the
context of intake packets, which include the distress
screener, or when screening is administered at every
visit (II.A.1. n=16). Participants indicated that, while
most patients are willing and interested in completing
distress screening instruments, in some cases, Patient
Resistance (II.A.2. n=21) is a challenge. This resist-
ance may take the form of patients simply refusing to
complete the form or completing the form but underre-
porting their distress or problems. Several participants
noted that resistance is more common in older patients
who seem reticent to discuss their emotions and prob-
lems. Participants reported that sometimes patient Cul-
tural, Language and Literacy Barriers (11.A.3. n=21)
posed a challenge in terms of the patient’s willingness
to complete the distress screening instrument or lan-
guage and literacy problems. One participant noted that
the absence of non-English versions of the screening
instrument was a problem. Others noted that patients
with language or literacy barriers might engage family
members or staff to help them read and interpret the
questions, which may sometimes result in responses that
do not reflect the patient’s needs.

When queried about technical barriers to distress
screening, many participants indicated their use of paper
and pencil forms led to No Challenges (I11.B.1. n=33)
with technology. Some participants noted problems with
Poor EMR Interoperability (I1.B.2. n=7). Specifically,
different electronic medical record systems are often
siloed and are not inter-operational, thus posing chal-
lenges to users attempting to access or integrate informa-
tion across systems. Lack of electronic medical record
integration can also create workflow inefficiencies,
requiring users to register patients in two systems.

Code I1.B.1., No Challenges, is not a challenge. Some
challenges were identified under other topics. The total
number of challenges expressed, 86, comes from sum-
ming six codes: II.A.1. Too Much Paperwork, Screening
Fatigue; 11.A.2. Patient Resistance; I1.A. 3. Cultural, Lan-
guage and Literacy Barriers; 11.B.2. Poor Interoperability
Between Electronic Medical Record Platforms; 111.A.2.
Burden on Time; and I11.A.3. Lack of Automatic Referrals.

Topic lll. Integration into charts and workflow

Participants’ comments about integrating distress screen-
ing results into charts and workflow (III. N =85) had four
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codes, organized into two themes. While acknowledging
that distress screening took some time, many participants
indicated that it was Well-Integrated (III.A.1. n=23) into
the workflow and posed minimal to no burden. In con-
trast, others noted the Burden on Time (IILA.2. n=11)
imposed by distress screening. Examples included the
time it takes to administer the instrument and input the
information into electronic systems and extra time for
patients with high distress or multiple needs. A few
participants indicated that Lack of Automatic Referrals
(IIT.A.3. n=10) led to inefficiencies. Many participants
thought there were No Challenges with Scoring and
Reporting (I11.B.1. n=41) distress screening. Instead,
they felt the distress screening tool was straightforward
and easy to score and report.

Topic IV. Clinician attitudes about distress screening

When asked to describe clinician attitudes about distress
screening at their facility, participants most often indi-
cated that clinicians had Positive Attitudes (IV.1. n=41)
and understood its value as a tool that provides impor-
tant information about their patients. However, some
comments reflect Mixed Attitudes (IV.2. n=10) indicat-
ing that, while most clinicians valued distress screening,
some were less engaged with it or had concerns about time
requirements or being sued for failing to follow-up on an
identified problem. Finally, some participants stated the
reasons some clinicians were Not Supportive IV.3. n=11)
of distress screening due to time requirements or feeling
it is unnecessary.

Topic V. Suggestions for improving distress
screening

When asked to suggest improvements to distress screening
at their facility, some participants had No Suggestions (V.1.
n=10) because the screening processes were good. The
most common suggestion was Integrating Technology (V.2.
n=19) by transitioning from paper to electronic data col-
lection and reporting; this would save staff time, making the
process more efficient. (Four of the 18 cancer centers used
electronic methods for distress screening.) Patients Com-
pleting Screening before Appointments (V.3. n="T), possibly
electronically at home, was suggested to improve workflow
and reduce delays in appointments. Participants from facili-
ties that screened only once suggested Longitudinal Assess-
ment (V.4. n=10), while others suggested standardizing the
pattern of longitudinal screening. More Training (V.5. n=1T)
was also suggested, not only on the screening instrument but
also on resources for providing comprehensive care. Finally,
participants suggested hiring More Supportive Care Person-
nel (V.6.n=17).
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Topic VI. Distress screening training

When asked about distress screening training, some partici-
pants described Formal Training (V1.1. n=26) including
coursework in school, certification training, and training
offered by clinical cancer committee members. Informal
Training (V1.2. n=44)—including on-the-job training by a
predecessor, online webinars, staff meetings, reading litera-
ture, and training during employee orientation—was most
commonly mentioned. Some participants indicated that they
received No Training (VI.3. n=11) and had to learn about
the distress screening on their own.

During stakeholder interviews, the most commonly men-
tioned reason for patient referral based on distress screening
was financial issues (n=46), followed by emotional con-
cerns (n=19), and transportation problems (n=15). Regard-
ing financial issues, stakeholders indicated that patients were
concerned about paying for gas and transportation, insurance
coverage, out-of-pocket costs, medication costs, and monthly
bills while receiving treatment.

Discussion

In this paper, we described cancer care team members’—doc-
tors, nurses, social workers, medical assistants, and others—
attitudes towards distress screening at their institution. Par-
ticipants expressed more strengths (n=291) than challenges
(n=2386) of distress screening, and perceptions of positive cli-
nician attitudes towards screening (n=41) outweighed mixed
(n=10) and negative (n=11) ones, suggesting that our sample
had an overall positive attitude towards screening. Previous
qualitative research found that health providers had an overall
neutral sentiment towards clinical PROMs, representing a mix
of positive, neutral, and negative attitudes [12]. This discrep-
ancy may be related to participants in our study reporting on
well-established implementations, rather than those in early
adoption as seen in most other research [12]. Well-established
implementations have had time to optimize processes, train
staff, and gain acceptance, which could reduce reported
challenges. Staff may have experienced benefits, and the
CoC standard suggests widespread acceptance, which could
increase reported strengths. In contrast, new implementations
have challenges and barriers unique to clinical PROMs [12]
and, more generally, the tendency of staff to resist any new
process as described in the field of change management [21].
Our observation aligns with findings that institutional support
increased during the first couple of years of distress screening
implementation [11]. Cancer teams’ positive attitude towards
and belief in distress screening benefits are important factors
in its success and sustainability [1, 11, 12, 14, 21].

The benefits of distress screening described by partici-
pants often aligned with its core purpose [1, 5]. Identifying

patient needs (Codes I.A.1.-1.A.2.) is a core function of dis-
tress screening, which empowers patients to influence their
care [1]; participants saw this as a benefit, which included
helping patients become aware of and express their needs
(Code 1.A.3.). Participants thought distress screening ena-
bled comprehensive care (I.B.1.), treating the whole patient,
not just the cancer. Furthermore, participants noted that
distress management facilitated the engagement of relevant
specialists when needed, thus improving care coordination
(I.B.3.), a benefit noted elsewhere [12]. Participants indi-
cated that distress screening improves adherence to cancer
treatment (I.B.2.), as shown in a study of clinical PROMs
[22]. Improved patient-clinician communication was a ben-
efit identified by participants (I.C.1.-1.C.3.), which is fun-
damental to distress management and well documented in
the literature on clinical PROMs [1, 23].

Challenges to distress screening noted by participants in our
study included excessive paperwork, in general (IL.A.1.); overly
frequent distress screening (II.A.1.); and patient resistance to
completing screening due to the stigma of mental health issues
or cultural and language barriers (II.A.2.—-I.A.3). These bar-
riers are noted elsewhere in the literature [1, 12]. Linguistic
barriers can be addressed to some degree by using standard
measures such as the NCCN DT and the PHQ-9, which are
available in many languages. Some barriers expressed in previ-
ous studies of attitudes towards clinical PROMs— e.g., con-
cerns about scoring/reporting results, resources for address-
ing detected problems [12]— were less evident in our sample
(II.B.1.). Unlike previous studies that focused on early stages
of PROM adoption [12], the well-established distress manage-
ment protocols reported here may have addressed these con-
cerns during earlier stages of implementation, in part by using
measures with well-established clinical cutoffs.

A few participants in our study indicated that distress screen-
ing was unnecessary because they already collected this infor-
mation in other ways (IV.3.), an attitude expressed in a few
other studies [12]. However, most participants in our and other
studies [12] indicate that distress screening plays a critical role
in ensuring important problems experienced by patients are
detected (IV.1.). This view of the importance of PROMs in
detecting symptoms and problems is supported by research
demonstrating that clinician assessment without PROMs often
underestimates patients’ symptoms and needs [24, 25].

Suggestions for improving distress screening included
patients completing screening at home before the appointment
(V.3.), having regularly scheduled longitudinal assessments
(V.4.), and adding supportive care staff (V.6.). Another sug-
gestion involved training in screening and follow-up of detected
problems or symptoms (V.5.), which is key to optimal imple-
mentation [1, 11, 12]. Low-cost approaches to addressing fol-
low-up of positive findings include encouraging clinician use
of symptom management guidelines [26], pocket guides [27],
and lists of local resources. More formal training or education
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might match staff responsibilities; clerical staff could receive
education on conducting assessments, while physicians develop
skills to discuss results with patients and address needs.

The most common suggestion for improvement was
transitioning to electronic PROs (ePROs) (V.2.), which
can reduce staff and patient burden and enable remote
assessment between clinic visits [28—-30]. Other partici-
pants noted ePROs poor integration with electronic health
records (EHRs) (II.B.2.) and lack of automatic referrals
lowered efficiency (III.A.3.). This suggests that ideal ePRO
systems automate data capture and reporting, provide sup-
port and referrals for detected problems, and integrate with
EHRs. Strategies for supporting ePROs may vary between
major cancer centers and smaller, less well-resourced
centers.

The rich data we present should be interpreted in light of
several strengths and limitations. Oversampling facilities with
underserved populations provided a multi-institutional sample
of 70 stakeholders from a range of settings and professional
backgrounds ensuring representation of diverse perspectives.
Our sample size was larger than most qualitative studies [31,
32], improving the likelihood that we captured all pertinent
perspectives. Facility implementation of the CoC distress
standard provided some uniformity across facilities. Due
to possible sampling bias, the degree to which this sample
represents all CoC facilities is unclear. Additionally, distress
screening occurs at non-CoC facilities not included in this
study.

Conclusion

Our rich data suggest that many cancer care team members
see the value of distress screening. Now that distress screen-
ing has been in place for several years, successful demon-
strations of its implementation may have diminished con-
cerns about the feasibility of integrating it effectively into
workflow and follow-up of detected symptoms. However,
efforts are needed to increase the use of ePROMs, better
integrate screening into electronic medical record systems,
increase the availability of training in distress screening,
and ensure that resources are available to manage identified
problems.
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